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Abstract

Background: There is consensus that services supporting people with complex emotional needs are part of a
mental health care system in which change is needed. To date, service users'views and co-production initiatives have
had little impact on the development of interventions and care. This needs to change, and our paper evidences the
experiences and perspectives of a diverse range of people on how community services can best address the needs of
people with complex emotional needs.

Methods: A co-produced qualitative research study. Lived experience researchers led data collection and analysis.
Individual interviews were conducted with 30 people across England who had a diverse range of experiences and
perspectives of using community services for complex emotional needs. Participants were asked about their experi-
ences of using community services for their mental health, and views on how community services can best address
their needs. Thematic analysis was used to analyse the data.

Results: Participants reported some experiences of good practice but also of experiences of severely stigmatising
interventions, a lack of effective support and service fragmentation. Relational Practice was identified as the central
overarching theme and describes how community services can best support people with complex emotional needs.
This approach involves care delivered in a non-stigmatising, individualised and compassionate way and care that is
trauma-informed. It involves care that is planned collaboratively with service users to ensure their multiple needs are
addressed in a flexible, holistic and consistent way which accounts for the long-term and fluctuating nature of their
needs.

Conclusions: Relational practice approaches have potential to facilitate better community care for people with
complex emotional needs. Research and service development are needed to examine how best to implement such
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approaches across the mental health service system. This work must be co-produced with people with relevant lived
experience, their carers and the professionals who support them.

Keywords: Qualitative research, Personality disorders, Community mental health services, Co-production

Background

The focus of this paper is on community mental health
service use among people with complex emotional needs
(CEN). CEN refers to people who may have received a
‘personality disorder’ diagnosis and/or have used services
for ‘personality disorder, or who appear to have similar
needs (e.g. related to repeated self-harm). Our team of
experts by experience, experts by occupation (i.e. peo-
ple who provide care/deliver support to service users)
and health researchers recognise the considerable stigma
attached to the label ‘personality disorder, and the con-
siderable associated harms identified by both service
users and clinicians [1, 2]. Indeed, significant critiques
have been made of the ‘personality disorder’ diagno-
sis as stigmatising, misogynistic and associated with an
absence of hope and of progress in the delivery of health-
care [3-6]. Though some service users find the term
helpful in explaining the nature of their needs, and it
has had a role in ensuring consistency in research, many
people find it unhelpful and do not identify with it. With
consideration of these ongoing and evolving debates, at
the beginning of the project our team of experts came
together to discuss and agree on a preferred alterna-
tive working term - complex emotional needs (CEN). In
this paper, and in our study materials, we use the work-
ing term CEN which is also used by some mental health
services in the UK. It is not our intention that complex
emotional needs becomes a substitute diagnosis, but
rather a description of a broad group of service users
and survivors. We acknowledge its limitations, in terms
of being rather over-general, and advocate for further co-
produced work to develop new ways of describing this
need and on the best way of assessing people with these
clusters of need.

A recent systematic review examined the worldwide
prevalence of CEN across 21 countries and estimated
that up to 8% of community populations are affected
[7]. Higher rates are found within community health-
care settings, with around a quarter of people accessing
primary care services and half of people accessing out-
patient mental health services identified as having CEN
[8, 9]. Evidence indicates that the prevalence of CEN in
the general community is similar among men and women
and as common among minority ethnic groups as major-
ity groups [10, 11]. Yet, in clinical populations the preva-
lence of CEN is lower among minority ethnic groups
and among men. It is unclear whether these differences

reflect a lower prevalence meeting diagnostic criteria or
instead lower rates of service use and/or under-detection
by services [11, 12].

People given a CEN diagnosis are found to be more
stigmatised than people given other psychiatric diagno-
ses and this stigmatisation has led people to experienc-
ing exclusion or limited attention from mental health
services [13]. Several reasons for this increased stigma
are reported, including a lack of knowledge about this
mental health need among the general public and staff
who support people with CEN [14]. This lack of knowl-
edge is compounded as people hold varied and implicit
understandings about the concept of personality and this
can influence the nature of stereotypes they hold about
a person who is given a ‘personality disorder’ diagnosis
[15]. The concept of mental illness infers that symptoms
are extrinsic to the person but it is argued that distinc-
tions between the person and their mental health needs
are blurred in diagnostic classifications of CEN [15].
This may provide some insight into why people diag-
nosed with CEN are viewed as less ill and more account-
able for their behaviours compared to people diagnosed
with other mental health needs [16]. Research indicates
that staff who support people with CEN can experience
negative feelings of frustration, incompetence and help-
lessness in response to some of the behaviours expressed
by people with CEN (e.g. anger and self-harming behav-
iours) and this may lead them to adopt negative and
avoidant attitudes [2].

In light of the above, it is perhaps unsurprising that
mental health services are found to marginalise ser-
vice users with CEN and, compared with other mental
health conditions, the provision of timely, well-resourced
interventions and good quality care for this service user
population appears to lag behind [2, 17-19]. Our recent
meta-synthesis of the international evidence on service
users’ experiences of mental health services identified
several areas for which there is a strong consensus on
what kind of care is needed [1]. These include providing
holistic support (i.e. support that addresses service users’
psychological, social, and physical needs), delivered by
skilled and compassionate staff who understand the need
for a long-term perspective on intervention. Our com-
plementary meta-synthesis of international clinician per-
spectives highlights that some staff, especially in generic
mental health services may lack the knowledge and skills
to effectively support people [2]. Access to specialist
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services and longer-term interventions are also reported
to be impeded by a lack of clear referral pathways and
accessible services for people at various stages in recov-
ery journeys [2]. Clinicians call for better organisational
support, more joint-working practices and clinical super-
vision to assist them in delivering better care to service
users [2].

Given the high levels of need within community ser-
vices (defined in this study as publicly-funded primary
care services, non-specialist secondary mental health ser-
vices, specialist community ‘personality disorder’ services
and non-profit community organisations and networks
that work with people with CEN, and excluding commu-
nity forensic mental health services) and the consider-
able variability in service quality, a growing number of
international policy guidelines are intended to improve
and enhance community care for people with CEN [20,
21]. Yet, the data sources used to develop many of these
guidelines fail to incorporate the views and perspectives
of service users and the family and friends who support
them [20, 22]. In addition, most research on care mod-
els for people with CEN focus on psychological inter-
ventions, especially those intended to reduce self-harm
[23]. They ignore the more general principles of how to
provide good care and ensure peoples’ needs are met
across healthcare service systems. In this co-produced
qualitative study, our team of researchers and clinicians,
including several with relevant lived experience, aimed
to identify best practice in community interventions and
support for people with CEN from the perspective of
services users. This study contributes to foundations for
intervention development and service improvements that
are informed by service user perspectives and priorities.
The study objectives were:

1. To explore the experiences of adults with CEN in
using community services for their mental health in
a range of English service settings, including National
Health Service (NHS) and voluntary sector services

2. To explore the views of adults with CEN about how
community services can best meet their needs

Methods
We followed CORE-Q reporting guidelines for qualita-
tive research [24].

Study design

This study is a co-produced qualitative research study.
Co-production in research can be defined as research
which brings together experts by experience, experts by
occupation and researchers who work together, sharing
power and responsibility to form equitable partnerships,
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on a study from the beginning to the end [25, 26]. Co-
production approaches differ but they all seek to move
beyond simply consultation and collaboration exercises
[26, 27]. Co-production approaches take the position that
those affected by the research have skills and knowledge
of equal importance to researchers and are best placed to
design and deliver it. In co-produced research studies, all
members of the team work towards a shared understand-
ing, there is joint ownership over key decisions, everyone
on the team is recognised as an asset and their individual
contributions are recognised [25].

Research team

This study was co-produced from inception, design, and
delivery by nine members of the Mental Health Policy
Research Unit (KT, RS, JO, UF, SJo, AS, BLE, VN, SO), six
experts by experience (SJe, EB, TJ, DA, JR and Gabriella
Clarke) and nine experts by occupation (OD, PM, MC,
RH, SMc, JB, Alison Bearn, Brian Solts, Penny Bennett).
The Mental Health Policy Research Unit (MHRPU) sup-
ports the development of nationwide planning of men-
tal health services through evidence-based research. A
co-production group was established at the outset of the
study and group meetings occurred approximately every
quarter between July 2019 and December 2020; work on
co-producing this manuscript was conducted via video-
calls and emails, through early 2021, with all manuscript
authors. Group team meetings were chaired by one of
the experts by occupation (SMc) and all group mem-
bers were invited to every team meeting. Co-production
work ran throughout the course of the study (e.g. via co-
production of the study protocol, interview topic guide
and analyses). Experts by experience led the research
interviews; five of the six experts by experience (SJe, EB,
TJ, DA and JR) conducted 24 of the 30 interviews (the
remaining six were conducted by a health researcher
(KT)). Experts by experience led the coding of interview
transcripts; four experts (EB, SJe, DA, JR) coded most
of the interview transcripts (17/30 interviews) and the
remaining 13 transcripts were coded by health research-
ers (Nafiso Ahmed, RS, KT, UF, Norha Vera San Juan).
Data analyses were jointly undertaken by all manuscript
authors, with key themes established through consen-
sus discussions. Researchers in the MHPRU (VN, KT)
and an expert qualitative researcher (Dr Nicola Morant)
provided training on conducting qualitative interviews
(including role-play exercises and an observation of
a live interview) and training on analysing qualitative
research with the lived experience members of the team.
An MHPRU researcher (Sarah Carr) supported KT and
VN in preparing a protocol around promoting the emo-
tional well-being of lived experience researchers who
conducted the research interviews. One of the experts by
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occupation (JB, a clinical psychologist) offered the lived
experience researchers individual support sessions about
the emotional content and impact of the work through-
out the interview period. Two health researchers (KT; JO
— supported by RS) led on setting up the study, including
obtaining ethical approvals/amendments and establish-
ing data management systems. The two researchers (KT;
JO) also coordinated the overall study progress, includ-
ing coordinating co-production group meetings, identi-
fying and engaging recruitment sites/networks, leading
on recruitment processes and procedures (including pur-
posive sampling using a culturally competent approach,
led by JO) and coordinating interview procedures. Two
health researchers adapted the study documentation and
interview procedures following the pandemic (JO, RS).
Of the paper authors, seven are male, and two have Black
or mixed heritage backgrounds.

Study sample

People were eligible for the study if they were: adults
(aged 18 or above) who had received a diagnosis of a ‘per-
sonality disorder’ or who self-identified as having difficul-
ties that may result in a ‘personality disorder’ diagnosis
or in using CEN services (e.g. recurrent self-harm, other
impulsive behaviour); who may have used community
services for their mental health; who could undertake
an interview in English; who had capacity to consent
to the research. We recruited 30 people and aimed to
ensure our sample represented a full range of charac-
teristics with respect to age, gender, sexuality, ethnicity,
geographical location in England and type of commu-
nity service use. We did this by asking individuals who
were potentially interested in participating to describe
their characteristics and used this information to purpo-
sively select a group of people who presented a diversity
of characteristics. We kept an ongoing record of the key
demographics of people we interviewed and reviewed
this routinely, including during working group meetings,
to check we were accessing a range of experiences and
views from a diverse group of participants. We adopted
an intersectional (i.e. recognizing individuals’ intersect-
ing identities including race, class, gender, sexuality, dis-
ability) and culturally competent (i.e. considering cultural
identity and context) approach to recruitment to capture
a diversity of perspectives.

Study definition

We defined community services as: (1) publicly-funded
primary care services, which provide the first point of
contact in the UK healthcare system (e.g. general prac-
titioner services); (2) publicly-funded non-specialist
secondary mental health services (e.g. community men-
tal health teams) and specialist community ‘personality
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disorder’ services, which are accessed via referral from
primary care and generic mental health services; (3) non-
profit community organisations and networks whose
remit involves face-to-face work with people with CEN.
Community forensic mental health services fell outside
our study definition of community services.

Recruitment

Participants were recruited from voluntary sector organi-
sations for people with mental health problems (e.g.
National Survivor User Network), including those for
Black communities and Lesbian, Gay, Bisexual, Transgen-
der, Queer/Questioning people (LGBTQ+) and relevant
online social media networks (e.g. the Mental Health
Policy Research Unit, other personal and institutional
Twitter accounts, the Mental EIf Twitter account, Face-
book accounts on mental health). We used advertise-
ments to recruit people and developed these to promote
engagement of under-represented groups (e.g. including
images of Black men and women and rainbow symbols
for LGBTQ+ people). People interested in the study
could either contact the research team directly, using the
contact information on the advert, or ask that their infor-
mation be passed on to the research team via the network
managers/coordinators. One of the study research-
ers (KT or JO) had an initial conversation with people
who were interested in the study, to establish whether
they met eligibility criteria and to ensure diversity was
achieved in the sample of people who were interviewed.
Eligible participants were sent copies of the Participant
Information Sheet at least 24h before the interview. Par-
ticipants were offered the option of being interviewed
alone or with someone else present with them at the
interview (e.g. a close friend or family member). Most
participants (n =24) were interviewed by the experts by
experience members of the study team (SJe, EB, T], DA
and JR); a health researcher (KT) conducted the remain-
ing interviews (n =6).

Data collection

Semi-structured individual research interviews were con-
ducted between July 2019—October 2020 (N.B. the study
was suspended between March and July 2020 in response
to the COVID-19 pandemic). Interviews were guided by
a topic guide co-developed by the study working group
(please contact KT for further information about the
topic guide). Before COVID-19, participants were given
the option of being interviewed by a researcher either
face-to-face, by Skype or telephone. Face-to-face research
interviews were conducted within university settings.
During COVID-19, with social distancing require-
ments in place, all interviews were conducted remotely
using MS Teams or Zoom video-conferencing software;
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interviews were conducted by a researcher and a facili-
tator who was responsible for the interview recording.
Informed consent was obtained from all participants
prior to the interview, either in written form or ver-
bally recorded. All interviews were recorded (either on
an encrypted digital recorder or laptop) and were tran-
scribed verbatim. The length of interviews varied from 30
to 100 min.

Analysis

Thematic analysis (Braun and Clarke 2013) was used, and
the data managed in NVivo Pro V12 [28]. Six key steps
were undertaken. The first step, familiarisation with the
data, involved detailed readings of the interview tran-
scripts by researchers, who made initial reflections/
notes about the narratives. The second step, genera-
tion of initial codes, involved line-by-line open coding
of each transcript. The team first did this as a group,
using one transcript to establish an initial coding frame.
The remaining transcripts were then shared out among
researchers to complete the third, fourth and fifth steps
of the analyses, involving searching for, reviewing, and
defining the arising themes; the coding frame was revised
and updated accordingly. The sixth step involved catego-
risation of data into a final set of themes which were con-
ceptualised in a thematic map.

Results

Sample

We recruited 30 adults with diverse characteristics of
age, ethnicity, geographical location and use of commu-
nity services. Although we aimed to recruit some people
who had not received a ‘personality disorder’ diagnosis,
all participants had received a diagnosis at some point in
their life. Some diversity was achieved with gender and
sexuality (See Table 1).

Findings

Results are reported in line with the thematic conceptual
map (Fig. 1), which presents the themes encapsulating
how community services can best support people with
CEN. The central theme in the map — Relational Prac-
tice — ties together all the other themes which describe
how the approaches of individual staff and organisational
structures/practices can promote positive therapeutic
relationships and facilitate consistent, holistic and per-
sonalised care.

Understanding

The theme Understanding describes the need for com-
munity services to improve staff knowledge about and
responses to CEN, as illustrated below.
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Staff knowledge about CEN

Participants wanted to be supported by staff who were
knowledgeable about their CEN and how to effectively
support people with these needs:

“Having...the right workforce I think is really impor-
tant. Even before you get to what services should be
in place and where should they be, there is a how
they should be operated, and that should be from...
well informed practitioners” (participant 213,
female, 35-44, White British, East Midlands)

Yet many participants described experiences of being
seen by staff in non-specialist community mental health
services who were not knowledgeable about how to sup-
port someone with CEN:

“It’s not a well understood condition, either by the
general public or by medical professionals. I think
that’s obviously a huge weakness, that people just
don’t know about or understand it” (participant 105,
female, 35-44, White British, London)

Non-stigmatising attitudes and behaviours

Several participants reported stigmatising attitudes
among some staff, with respect to the diagnostic label
‘personality disorder’ and how it is often perceived,
including being seen as someone who cannot be helped,
being de-personalised or being viewed as a potential
trouble-maker. These experiences could be pathologising
and harmful. Examples were seen across generic mental
health and voluntary sector services:

“People still have this attitude that basically there’s
a group of people who are just impossible to work
with and who will sabotage whatever you do” (par-
ticipant 212, female, 45-54, White British, Yorkshire
& Humber)

“There is a disparity in services, but I think that is
due to either the stigma placed on people as they
enter the door, or whom they come across and how
they are perceived...1 think there is that, sort of; dis-
missal of who you are, and not seeing the person as a
person. They just see the diagnosis” (participant 210,
female, 25-34, Black British Caribbean, London).

Linked to this, participants commented that some staff
view the needs of people with CEN as too challenging
and so adopt dismissive or rejecting attitudes:

“It was really quite detrimental and actually
harming when, rather than just saying, “We're
finding this hard to deal with’..It felt like I was
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Table 1 Study Sample Characteristics
Primary sampling criteria Category N
Current diagnoses? Personality disorder 29
Complex post-traumatic stress disorder 1
Service use Specialist 16
Non-specialist 10
Unclear if specialist or non-specialist 4
Age 18-24 3
25-34 8
35-44 8
45-54 4
55-64 5
65-74 1
Information not available 1
Sex Female 24
Male 6
Sexuality Heterosexual 12
Bisexual / Gay / Lesbian 6
Information not available 12
Ethnicity Black British /Caribbean 2
British Asian / Indian 3
Chinese 4
Mixed Race 2
White British / English / Other 19
Region of England (ONS classifications) North West 2
North East 1
Yorkshire / Humber 2
West Midlands 2
East Midlands 3
South West 2
London 17
South East 1

@ Diagnoses included: anxious avoidant personality disorder, borderline personality disorder, emotionally unstable personality disorder, narcissistic personality
disorder, obsessive compulsive personality disorder, paranoid personality disorder and schizotypal personality disorder. Some participants also received earlier/
concurrent diagnoses such as adjustment disorder, autism, bipolar disorder, depression, anxiety, eating disorder, or been mis-diagnosed with bipolar, depression or
schizophrenia. Some had their type of ‘personality disorder’ diagnosis changed or replaced by complex post-traumatic stress disorder

being blamed for the fact that my needs couldn’t be
met” (participant 212, female, 45-54, White Brit-

ish, Yorkshire & Humber).

These perceptions resulted in some participants being
denied access or turned away from a range of mental

and physical health services:

“My experience of services is largely one of being
dismissed or discriminated against on the basis of
my diagnosis. I've had that from all kinds of peo-
ple, from dieticians, to psychiatrists, to psycho-
therapists” (participant 105, female, 35-44, White

British, London).

The impact of these negative experiences left many
participants feeling unheard and for a few it led them to
disengage with services, as they felt it was causing them
emotional harm:

“I didn’t feel my voice was being heard. I actually
broke down contact with them because I thought
they were making me worse. I just thought I could
live it out by myself” (participant 201, female,
35-44, Chinese, London).

Distinctions in how services responded to participants
were made between generic mental health and specialist
‘personality disorder’ services:
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“Because they are specialist services you get less
of the stigma, I think, than you do in the general
CMHT...they [specialist services] know...the things
that you are likely to struggle with, but you still
feel like an individual...rather than.. You are this
kind of person”” (participant 105, female, 3544,
White British, London).

Awareness of individuals’ intersecting experiences
Participants spoke of the importance of staff educating
themselves about the intersecting identities that service
users may have and how these may impact on an indi-
vidual’s mental health:

“I am not expecting my therapist to have the same
sexuality as me, but just being aware of the bar-
riers, or the bi-phobia that a bi person can face,
being aware of the different phobias” (participant
210, female, 25-34, Black British Caribbean, Lon-
don).

“Having cultural intelligence and cultural aware-
ness...so I am not having to explain why when
somebody said something did it hurt me...I need to
acknowledge how it hurt me, and sit with that, ver-
sus feeling like I'm having to convince somebody that
my pain is justified” (participant 210, female, 25-34,
Black British Caribbean, London).

Several participants reported experiences of discrimi-
nation connected to intersecting identities such as eth-
nicity, sexuality, age, class, physical appearance, and
mental health need:

“It’s to do with your ethnicity, you know, even your
body size, your age, all sorts make you even less
likely to be listened to. That’s why I don’t like telling
my age and I don’t like it when people ask about my
ethnicity because they use all these things against
you.” (participant 203, female, Mixed Race, North
West).

“Maybe it’s to do with being Black and just not being
seen as trustworthy or being seen as, if I'm getting
upset, as being aggressive when context isn'’t taken
into account. I feel like a lot of the stuff that’s hap-
pened wouldn’t have happened if I hadn’t been
Black” (participant 215, female, 25-34, Black Brit-
ish, London).

*Describing the text of a letter written by a com-
munity service* “[It was] totally divorced from the
context..."So, “[participant] is very angry and vola-
tile” Not, “[participant] is very angry and volatile
because he lives month by month and will he be able
to cover the rent?..and he’s really trying his hardest
to get back to some so-called normality. That’s why
he’s angry and volatile because he’s getting no help
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and support from anyone”” (participant 111, male,
55-64, White Other, London).

Some participants spoke of needing to educate services
about their intersecting identities and how they adversely
impacted on their mental health:

A huge part of my therapy became about me edu-
cating my therapist about a lot of the different things
I had faced, or why it traumatised me, or why it
affected me, because culturally we were different;
ethnically we were different; different backgrounds,
working class” (participant 210, female, 25-34,
Black British Caribbean, London).

Trauma-informed care

Participants described the benefit of receiving trauma-
informed care [29] and called for wider adoption of this
approach across community services. They described
trauma-informed care as an understanding among staff
that many people have developed CEN in response to
past traumatic experiences and that changes in their
behaviours often represent emotional responses to
trauma. It is an approach that demonstrates compassion
and also seeks to ensure people feel safe (e.g. establish-
ing clear communication channels with service users,
being aware of the physical space of meeting rooms and
whether they are comfortable, inviting and not overly
clinical, asking people where they'd like to sit in a meet-
ing room):

“After the first few sessions [trauma-informed ther-
apy], I felt like an explosion of knowledge in my
learning and understanding..It’s very amazing”
(participant 107, female, 35—44, White British, Lon-
don).

“Trauma-informed care...it acknowledges that...
many people that suffer from personality disor-
der have done so because of the presence of early or
indeed subsequent trauma in their life...This is a far
more sympathetic and less judgemental way to pro-
ceed, and I look forward to when it is more main-
stream than it currently is at the moment” (partici-
pant 208, male, 65—74, White Other, London).

Several participants described how their experiences of
trauma were unacknowledged or even dismissed by ser-
vices and described how organisational practices could
inadvertently mirror abusive experiences:

“I was told very clearly that my history of trauma
wasn’t relevant” (participant 213, female, 35-44,
White British, East Midlands).
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“Weve had so much instability in our lives [people
with complex emotional needs]... Then when you go
into services and services are chaotic or unstable,
they [service users] don’t trust it” (participant 101,
female, 18—24, White British, London).

Another participant described how a lack of staff
awareness of service users’ intersecting identities and
non-adoption of trauma-informed care may result in
misdiagnosis for some people:

A few nurses have said to me there are some Black
men that...go around, keep using services...It’s clear
that there is some trauma going on. But they've
never had the diagnosis. Because they will get some-
thing else as the diagnosis or...seen as the perpetra-
tor, not a victim” (participant 202, female, 35-44,
Indian, London).

Coordinate care to address service users’ multiple needs
Participants want services to recognise the impact of
their individual, interconnecting needs on their mental
health, including not only needs related to symptoms but
also to social needs and wider problems in living:

“People [staff] will look at things like medication
and therapy but life is much more than those two
things. You know, how lonely people are...I think
[services] needs to look at all elements of your life”
(participant 209, female, 45-54, White English,
West Midlands).

“I think the priority is definitely the practical stuff...
when I was homeless that was the priority...I really
wasn’t in a place to be dealing with the kind of psy-
chological stuff” (participant 104, female, 25-34,
White British, Yorkshire & Humber).

“Quite a lot of people have got financial problems,
quite a lot of people have got housing problems. All
these things are massively linked to mental health”
(participant 107, female, 35—44, White British, Lon-
don.

In many cases, service providers did not appear to con-
sider these factors, and this meant the type of support
offered to participants was insufficient:

“The trauma of trying to keep the roof over my head
and literally staying alive and eating and trying my
best to stay off drugs...Every day was like a battle for
mental and physical survival. It’s like none of those
things actually matter...They never seem to be able
to take these things into context of how this might
affect you in your mental health” (participant 111,



Trevillion et al. BMC Psychiatry (2022) 22:55

male, 55—-64, White Other, London).

Some participants described positive experiences of
staff across generic, specialist and voluntary sector ser-
vices working proactively to understand and address the
full range of their needs:

“She [care-coordinator] probably did more than
any therapist I've had to turn me around... bring-
ing to my attention educational courses, that she
felt would assist me....then able to intervene with
the Local Authority...to change some of the appall-
ing living conditions that I was surviving in at the
time” (participant 208, male, 65-74, White Other,
London).

“The [voluntary sector service programme] did
offer...support with practical stuff which was, like,
around social activity and social prescribing...how
to do stuff...[it] did actually help” (participant 105,
female, 35—-44, White British, London).

Different presentations of mental health need

Participants described how some services failed to iden-
tify and acknowledge the extent of their mental health
need because of their physical and verbal presentations;
seen as suggesting that they were better able to cope than
was the case:

“The fact that I'm articulate and that I make eye-
contact, that I dress and I wash, has been the big-
gest barrier to me to getting care...l said, “Look,
I may not have gone out of the house for five days
but because I have an appointment, I've done what
most people would do. But that doesn’t mean that
I'm well’..I knew they didn’t get it” (participant 108,
female, 35—-44, White British, London).

Consequently, several participants needed to advocate
for themselves when engaging with services, but this
approach often reinforced the perception that they were
better able to manage their distress than was the case:

“There is this mismatch, I think, between me and my
presentation, and me saying, “This is my distress. |
need some help with this’..because I am able to do
that the expectations are really high...that I should
be able to resolve that and then it leads to this ten-
sion” (participant 213, female, 3544, White British,
East Midlands).

Interpersonal connection
The theme Interpersonal Connection describes the need
for staff to adopt approaches which facilitate a shared
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dialogue with service users and make them feel sup-
ported, validated and listened to.

Validation and active/empathic listening

Participants described how valuable and transforma-
tive it was when they interacted with staff who demon-
strated active and empathic listening and who validated
their experiences. These responses made them feel heard,
cared for and supported. Such responses were reported
across a range of non-specialist and specialist services:

“Accessing the mental health service and them actu-
ally saying, “I hear you. I hear that you need help”
That was, yes, it was very transformative” (partici-
pant 210, female, 25-34, Black British Caribbean,

London).

“Things I found helpful were, yes, people [voluntary
sector service] listening, people empathising, people
sympathising...People checking in, also, with what
you need” (participant 101, female, 18—24, White
British, London).

Compassion
Participants wanted to receive support from staff who
showed a genuine interest in understanding their dis-
tress and in identifying ways to best support them as an
individual:

“Having a sense that someone actually really val-
ues you and is bothered about you, rather than
that they're trying to manage you in some way that
they’ve been told is the right thing to do. So someone
actually being responsive on an individual level”
(participant 212, female, 45-54, White British,
Yorkshire & Humber).

Open dialogue that fosters collaboration

Participants spoke of the benefit of an open dialogue with
staff and collaborative discussions about their experi-
ences/needs so that the right support is offered:

“Instead of making an assumption based on the
notes that proceeded me...she said, “I'm not going to
read anything. Let me get to know you first’.. what
that enabled was more of a dialogue... It facilitated
a change in diagnosis. It facilitated a change in
direction in terms of intervention...It’s such a simple
thing, but it was transformative in my life” (partici-
pant 213, female, 35-44, White British, East Mid-
lands).

Many, however, reported staff not listening:
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“It feels like I talk, and I'm not listened to, and then
I'm just told, “This is what we are going to do” (par-
ticipant 205, female, 35-44, British Asian, East
Midlands).

“I was ignored...what she [staff at CMHT] was offer-
ing was, like, some breathing techniques. This is
probably helpful for someone with lower and less
complex needs than mine” (participant 103, female,
White British, 25-34, South East).

Consistency and continuity

The theme Consistency and Continuity describes the ben-
efit of service users receiving timely, consistent and con-
tinued support .

Consistent and continued support from known staff
Participants wanted services to recognise the longer-
term needs of people with CEN and to address these
needs by providing consistency and continuity of care.
They spoke of the value of services understanding that
they have ongoing needs that require support not solely
during periods of crisis:

“That stability, that consistency of care, and that
understanding and approach that actually this
is a long-term issue...I can operate with periods
of health, but that doesn’t mean that it isn’t really
hard and that I don’t need that support. As opposed
to, “Oh, you know, you are doing really well at the
moment. Off you pop.”” (participant 213, female,

35-44, White British, East Midlands).

Yet, several participants felt they were only provided
with adequate periods of care during times of mental
health crisis:

“Why should I have to be constantly on a, sort of,
cliff edge, or jumping off the cliff for it to be resolved,
or to have some intervention?” (participant 210,
female, 25-34, Black British Caribbean, London).

Some participants described receiving consistent
support from a member of staff that they had time to
develop a relationship with, and who continued to sup-
port them over a longer period. This experience fostered
trust and led participants to feel that services understood
the longer-term nature of their needs and were invested
in helping them address these:

“The thing that has been helpful is that in healthier
periods whilst I haven’t needed the same intensity of
care, having that continuity of care has kept me well,
as opposed to them withdrawing and me deterio-
rating and then needing something more intense...
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definitely that stability of care, and that ability to
be alongside you” (participant 213, female, 35-44,
White British, East Midlands).

Some participants described the shift patterns charac-
teristic of crisis services as incompatible with providing
consistency and continuity of care:

“If you've got a mental health team coming to visit
you, you see a different person every daey...you don’t
get a chance to build a relationship with someone...
if you've got a personality disorder or complex needs,
that’s going to be more important than ever, to have
one person to build a relationship with. Otherwise,
everything is changing and that’s not what you need”
(participant 101, female, 18—24, White British, Lon-
don).

Collaborative working across services

Participants described the benefit of agencies who pro-
vide mental health care working more collaboratively
together to coordinate service users’ needs:

“The main improvement would be to join things up
a bit better. Some of what you need is out there, it's
just that it’s not connected...the Crisis Resolution
Team isn’t connected to my GP or to the [specialist
unit]” (participant 105, female, 3544, White Brit-
ish, London).

“You've got to work together, because ultimately, by
working together, you get that person well faster”
(participant 214, female, 25-34, White English,
North East).

Many participants spoke about their experience of stat-
utory mental health services being disjointed, with dis-
crete interventions delivered by each service and a lack of
joined-up collaborative working practices:

“I kept getting bounced backwards and forwards
between different bits of this, like, very opaque sys-
tem....it was a long process of being passed between
different teams, and then, eventually, someone...say-
ing “You should be treated in a different setting’...
she referred me to [specialist community ‘personality
disorder’ service]” (participant 105, female, 35-44,
White British, London).

Consistency of support across localities

Participants spoke of geographical disparities in the pro-
vision of mental health services, service availability and
different approaches to care:

“In the south, you know, [I've] actually seen a crisis
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house ... there’s none of that in this area ... the lan-
guage they use, the way the operate, it’s totally dif-
ferent depending on which part of the country you
live in” (participant 203, female, Mixed Race, North
West).

Timely support

Participants spoke of the importance of being able to
receive the right care at the right time, but found that
high thresholds for access to some services made this
difficult:

“To tell somebody in emotional pain, “Your pain is
not significant for me compared to this person....\Why
do I have to be so far gone to get help? (participant
210, female, 25-34, Black British Caribbean, Lon-
don).

Some participants described how the tiered system
required them to get a referral from one service to access
another that provided more intensive mental health sup-
port. This process created delays, as service users needed
to get approval for the referral from the first service and
then wait for the documentation to be processed and
approved by the second:

“The whole referral process [to a specialist commu-
nity ‘personality disorder’ service] took six months...
I was very, very mentally unwell...but unfortunately
it felt like the policies and procedures were above
everything else...it was very frustrating” (partici-
pant 104, female, 25-34, White British, Yorkshire &
Humber).

Adaptability and accessibility

The theme Adaptability and Accessibility describes ways
in which services can promote service user engagement
and adapt to their needs over time.

Proactive engagement with service users

Participants reflected on the benefit of services taking
measures to encourage engagement, through proactive
steps to connect with service users:

“With this complex needs service, there is recogni-
tion that there may be many reasons why people
aren’t turning up... They will say, “Why didn’t you
come? What were the problems? How can I help you
overcome those?” (participant 209, female, 45-54,
White English, West Midlands).

Some participants spoke of cathartic and healing
experiences of receiving support from peer workers and
called for peer-support roles to become formalised roles
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of employment and for peer-workers to receive skills-
based training:

“I think the best people are people that have lived
experience of mental health. Because...they can
actually say, “I understand’, or, “I've been there;...
and they mean it, it's true” (participant 111, male,
55-64, White Other, London).

“I feel very strongly that there needs to be...profes-
sionalisation of peer support...It is actually about
really valuing the experiences of somebody with
lived experience...it needs to be done in a frame-
work of recompense for the work and appreciation
of the role...1I think it is really important, but I think
it needs to be valued appropriately and invested
in appropriately” (participant 213, female, 35-44,
White British, East Midlands).

Flexibility in service delivery

Participants spoke of the benefit of services being flex-
ible in their approach to care to ensure that service users
receive the right level of support at the right time. This
included flexibility with respect to the types of support/
intervention offered, with services having the ability to
connect service users to different forms of support when
needed, and in the ability of services to provide greater
input at times when service users demonstrate greater
need for support. These responses led to improvements
in their well-being:

“[Service was] flexible around if I wasn’t getting on
with a worker or if something just wasn'’t right. I was
getting CBT therapy for a while that wasn’t particu-
larly right, and they referred me onto a psychody-
namic psychological therapy. So, they were really
good at being flexible” (participant 104, female,
25-34, White British, Yorkshire & Humber).

“She said [A&E psychiatric liaison], “Look, I'm going
to give up my time, and you are going to come and
see me here, at this hospital ...I want to help you...
let’s make something happen...She ended up seeing
me...10 weeks in total, that was the beginning not
just [of] me not trying to kill myself, but...the com-
plete turnaround of my life was kickstarted by the
positivity of just someone making that effort on my
part” (participant 214, female, 25-34, White Eng-
lish, North East).

Ability to offer a range of interventions
Participants wanted services to facilitate their access to a
range of forms of support. However, many explained that
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non-specialist services had limited knowledge of the sup-
port available for people with CEN or an understanding
of the types of support that would be most appropriate
for them:

“The whole system needs to be much more connected
and people [say], “Okay, well, I know what I can help
with and I know what I can’t help with!..so every-
body in the system is like, “Okay, this isn’t technically
what I can help you with, but this person can’” (par-
ticipant 101, female, 18—24, White British, London).

“I'm becoming aware that there’re quite a lot of dif-

ferent tools out there that might work differently for
different people at different times. Having the facil-
ity to actually, maybe, play around with those and
experiment...rather than, “This is all that’s on offer,
get on with it” (participant 212, female, 45-54,
White British, Yorkshire & Humber).

Participants recognised that the ability of services to
deliver the good care practices outlined in the themes
Counsistency and Continuity and Adaptability and Acces-
sibility were impacted by resourcing issues, service fund-
ing, staffing levels and staff training.

Discussion

Participants reported a range of experiences of commu-
nity practice from” abusive, damaging” to “phenomenal’
Although participants reported several examples of posi-
tive care, many reported a range of negative experiences
related to severe stigmatisation, a lack of staff knowledge
and understanding of their intersecting needs/experi-
ences, limited effective support and service fragmenta-
tion. Relational Practice was identified as the best way to
support service users in the community, and participants
reported elements of this practice across both specialist
and non-specialist community services.

Relational practice theories are present in psychologi-
cal, psychiatric, nursing and social work practices [30—
33] and describe how personal, interpersonal and social
structural factors shape a person’s lived experience [34].
This study provides further insight into this theory by
explaining how personal, interpersonal and social struc-
tural factors interact and shape people’s experiences of
care. Indeed, our overarching theme of relational practice
includes four sub-themes: (1) Understanding; (2) Inter-
personal Connection; (3) Consistency and Continuity;
(4) Adaptability and Accessibility. These four sub-themes
are inter-connected and describe how staff and service
practices/structures can work in a way that creates posi-
tive experiences for service users and leads to improved
service user outcomes. Relational practice comprises staff
delivering care in a non-stigmatising, individualised and
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compassionate way, and delivering care that is trauma-
informed (sub-themes Understanding and Interpersonal
Connection). When staft work holistically and collabora-
tively with service users to coordinate support for their
complex needs (sub-themes Understanding and Con-
sistency and Continuity). When service structures allow
for flexibility and continuity of care, accommodate the
ongoing and changing nature of service users’ needs, and
implement joint-working practices with other services
(sub-themes Interpersonal Connection, Consistency and
Continuity and Adaptability and Accessibility).

Understanding

Inclusive, non-judgemental, and non-discriminatory
approaches

A key finding of this study is the need for services to
adopt inclusive, non-judgemental and non-discrimina-
tory approaches when supporting people with CEN. Par-
ticipants reported numerous experiences of stigmatising
attitudes from service providers regarding the diagnostic
label ‘personality disorder’ and how it is often perceived,
including being seen as someone who cannot be helped,
being de-personalised or being viewed as a potential
trouble-maker. There is evidence to suggest that peo-
ple with CEN experience more stigma than people with
other mental health diagnoses [35]. Stigmatisation can
result in iatrogenic harm when service providers dismiss
peoples experience of distress, refuse them access to ser-
vices or fail to demonstrate compassion in the therapeu-
tic relationship [14]. Generally, participants in this study
who received support from specialist community ‘per-
sonality disorder’ services felt less stigmatised and judged
about their mental health needs. This may reflect a better
trained workforce with regards to knowledge and under-
standing of CEN [1].

Despite a body of literature evidencing the extent
and impact of stigmatisation on people with CEN, few
wide scale coordinated efforts have been undertaken
to challenge these attitudes and practices. Our related
qualitative work with community staff highlights that
stigmatising views and behaviours arise not simply due
to a lack of knowledge but also due to factors such as
staff workloads, confidence and competencies in manag-
ing the multiple and longer-term needs of service users,
as well as in managing issues of risk (Foye et al., submit-
ted). There is an urgent need for research to identify the
origins of these stigmatising behaviors and evaluations
of programmes that seek to challenge and change stig-
matising views and behaviours among staff. The Knowl-
edge and Understanding Framework programme is an
example of a training programme that has been shown to
improve staff competencies in supporting service users
with CEN [36].
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Participants in this study also described how their
intersecting identities (e.g. ethnicity, sexuality, age, class,
physical appearance) can influence their mental health
wellbeing and lead them to experience multiple forms of
stigmatisation. Yet, participants reported that commu-
nity services often demonstrated a lack of awareness of
these issues or indeed perpetuated these forms of stigma.
Across a range of healthcare settings, people are found to
experience intersecting forms of stigma related to their
different identities, which negatively impact on their
physical and mental health [37]. However, there remains
a lack of research on the impact intersecting stigma
experiences among people with mental health problems
[38]. There is some research describing how experiences
of racism adversely impact on the ability of services to
foster communication and trust, and in delivering effec-
tive care for Black and minority ethnic service users
[39-41] which can lead to minority groups disengaging
from mental health service use [42]. There is also some
research which shows that LGBTQ+ groups can experi-
ence a lack of understanding from staff when accessing
healthcare [43], which our study provides further evi-
dence of.

Holistic approaches

Our study adds further evidence to support our quali-
tative meta-synthesis finding that a holistic approach
to care is of central importance to service users, and an
overriding focus on the provision of psychological inter-
ventions targeting self-harm can neglect many current
challenges that service users are dealing with [1]. Partici-
pants in this study described wanting help with a range
of social and occupational needs (e.g. housing, benefits,
employment, social connections) alongside their mental
health needs. They explained that a failure of services
to recognise and address their competing social needs
often meant they were offered forms of support that were
either insufficient or with which they could not engage.
Our review paper on models of care for people with CEN
and the NICE guidelines for people with ‘borderline per-
sonality disorder’ also underline the need for interven-
tions to extend beyond just psychological therapies, to
incorporate support for social and practical needs [23].
Despite a well-established relationship between social
well-being and mental health, existing research and men-
tal health service guidelines predominately focus on the
provision of psychological and pharmacological inter-
ventions [44]. Further research would, therefore, benefit
from reviewing the international evidence-base on inte-
grated mental health and social need interventions and
their respective strengths and weaknesses in improving
service user experiences and outcomes. Research should
also focus on effective implementation strategies for

Page 13 0f 18

evidence-based holistic interventions, which represent a
key activity in achieving parity of esteem (compared to
physical health care) for mental health care [45, 46].

With respect to specialist community ‘personal-
ity disorder’ services, numerous evaluations [47-53]
have highlighted the benefit that these services provide
through delivery of holistic support (i.e. psychological,
social, occupational interventions) [48, 52, 54, 55], which
can improve clinical outcomes and service satisfaction
among service users [47, 49-51], and reduce further
health service use costs [56]. It is important to note, how-
ever, that the uptake of specialist community ‘personality
disorder’ services remains limited and highly varied. In
addition, there is considerable variation in the approach
that generic mental health services have taken to meet
the needs of service users with CEN [57]. What is clear,
however, is that policy [58] and healthcare guidelines
[55] steer organizations to adopt a strategy which ensures
both the availability of effective generic and specialist
service interventions. The role of specialist services being
to support generic services and to provide specialized
interventions for those with the most severe conditions
and those most at risk [59]. Our findings support calls for
generic mental health services to increase availability of
holistic interventions [60, 61], and there are now novel
CEN-specific holistic psychological interventions being
evaluated in generic mental health services which are
showing strong clinical promise [61, 62].

Trauma-informed care

Participants described the benefit of community services
adopting trauma-informed care (TIC), which acknowl-
edges peoples’ experiences of trauma and adopts prac-
tices that promote peoples’ safety, empowerment and
choice. TIC is an organisational approach that recognises
the impact of trauma on an individual’s life and their
ability to engage with and use health services [63]. TIC
approaches comprise four key components: (1) realizing
the high prevalence of trauma and how it affects indi-
viduals, groups and organisations, (2) recognising the
signs of trauma and how it affects all individuals within
an organisation, (3) applying TIC to all areas of func-
tioning in an organisation, (4) operating in a way that
prevents re-traumatisation [64]. There are increasing
calls by people with relevant lived experience, clinicians,
researchers and policy makers for mental health services
to adopt trauma-informed care (TIC) practices [19, 30,
64, 65]. For example, the Power Threat Meaning Frame-
work published by the British Psychological Society seeks
to understand mental distress from a social, cultural,
psychological and biological approach, replacing medi-
calised questions like “what is wrong with you?” to “what
has happened to you?” It also acknowledges the centrality
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of the relational context in decisions about mental health
need [66]. Successful TIC approaches require responses
at both organisational and individual staff levels [64].
Organisational activities such as engaging service users in
service design, hiring trauma-informed staff (i.e. people
that adopt language and behaviours that take in to consid-
eration trauma experiences among service users and col-
leagues) and training all staff in TIC practice, alongside
staff implementation of routine enquiry about trauma,
working collaboratively with service users in care plan-
ning, and knowledge of trauma-based support services
are critical [67]. To date, there is a paucity of research
examining the success of TIC training programmes
in improving mental health staff knowledge, attitudes
and behaviours around TIC. The few studies that exist
report positive changes to staff knowledge and behav-
iours immediately after training and over the short-term
[36, 68, 69]. More work is needed to examine how men-
tal health services can support staff in sustaining posi-
tive TIC training outcomes over the longer-term (e.g. via
clinical supervision, reflective practice). More crucially,
there is a pressing need to evaluate whether the positive
gains staff report following TIC training lead to improved
outcomes and higher service satisfaction among service
users. A recent UK survey of mental health profession-
als and other healthcare and community service profes-
sionals examined barriers to the adoption of TIC across
their settings [70]. Respondents highlighted that the big-
gest barriers to adoption were that experiences of trauma
are often medicalised and that services are too piecemeal
to meet the needs of trauma survivors. Further research
is, therefore, needed to identify how best to address these
barriers to implementation of TIC approaches in mental
health care settings.

Interpersonal connection

We found that service users want to be supported by staff
who treat them with respect and compassion, who listen
with empathy and who validate their individual experi-
ences. These findings are supported by the wider quali-
tative literature on service users with CEN [1], and staff
themselves also report the importance of these values
and characteristics in their care of service users [2]. These
experiences can foster trust between service users and
staff, critical for establishing and maintaining the thera-
peutic relationship [71].

Participants also want open dialogue and collaboration
with staff to facilitate fuller disclosure of their experi-
ences and needs and to ensure appropriate care is pro-
vided. Recent psychiatric guidelines on best practice
approaches for people with CEN advocate for care man-
agement plans that are co-constructed by staff and ser-
vice users, to ensure they fully reflect and address service
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users’ biological, psychological and social needs [19].
Shared decision making is another approach that allows
service users and staff to make joint healthcare decisions,
and is found to improve service user outcomes [72]. A
recent review of shared decision making found that med-
ical and diagnostic models of working in mental health
services can result in staff not acknowledging service
users’ expertise, and create power imbalances with ser-
vice users feeling they are informed rather than involved
in the care they receive [73].

Consistency and continuity

Participants wanted community services to acknowledge
the long-term nature of CEN and to provide service users
with consistent, ongoing support from staff. The provi-
sion of intensive psychological therapies (e.g. dialectical
behavioural therapy [74]) was beneficial to several par-
ticipants but this intervention alone was not sufficient in
addressing all of participants’ changing and longer-term
needs. Participants identified that the delivery of longer-
term support and consistency of service provision across
different regions is often compromised by a lack of suf-
ficient funding for services. This reflection aligns with
the experience of clinicians, who report that a focus on
avoiding dependency in the care relationship has encour-
aged the delivery of discrete interventions designed to
promote rapid movement through and out of the men-
tal health system, which is unsuitable for service users
with enduring needs [30]. Our related qualitative review
exploring staff experiences in supporting people with
CEN has identified a concern among some staff that
offering sustained support can make the ending of an
intervention more challenging for service users [2]. Yet,
participants in this study reported that it is the absence
of longer-term support which is particularly challenging.
Further research would benefit from working with ser-
vice users and staff to jointly identify best practice conti-
nuity of care approaches.

Adaptability and accessibility

Participants want services to be flexible with respect to
the extent and type of support they offer service users, in
response to their changing needs at any given time. This
finding and those outlined above underline the benefit of
flexible services structures which allow people to transi-
tion between more intensive and less intensive periods
of support in a timely manner whilst also continuing to
receive assistance for their ongoing needs. Participants
also want staff to facilitate their engagement with ser-
vices. Participants reflected that the ability of services to
deliver these types of care is often compromised by a lack
of sufficient funding, resulting in limited intervention
options and limited staff capacity to work flexibly and
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proactively engage service users. Increased equity in ser-
vice provision for people with CEN, compared to people
with other mental health needs, would go some way to
redress these limitations.

Several participants also spoke of the value in services
establishing peer support roles. Peer support approaches
are increasing within mental health care settings but
there is an absence of high-quality evaluations on the
effectiveness of these models in improving service user
outcomes [75] and warnings from some commentators
that the formalisation of peer roles may threaten the
equality and independence of this approach which can be
a key to its success [76]. Alongside the need to formally
test peer support interventions of high methodological
quality, further research could explore how peer sup-
port can best fit within services that model the relational
practice approaches outlined above (e.g. individualised,
holistic and compassionate care that includes collabo-
rative care planning and consistent and flexible support
over time). Peer workers and lived experience practition-
ers are increasingly working alongside generic commu-
nity mental health services to improve responses to CEN
and these activities would benefit from formal evaluation
to explore its impact on service operations, staff practice
and service user outcomes.

Relational practice

Our study’s overarching theme identifies a relational
practice approach as the best way for community services
to support service users with CEN. There are increasing
calls for mental health services to adopt relational prac-
tice approaches, which prioritise the development and
maintenance of therapeutic relationships over stand-
ardised procedures [30]. Yet, it is argued that relational
approaches may conflict with dominant managerialism
practices [32] common in healthcare settings, as the latter
emphasises implementation of standardised procedures
and measurement of success against restricted perfor-
mance targets [77]. As a result, the importance of rela-
tional work in improving outcomes and care experiences
can be downgraded. This study highlights the importance
of relational work in improving service users’ experience
of care and their outcomes. Other research supports this
finding, with interpersonal components identified as
key elements of evidenced-based interventions for CEN
[78].The ability of staff to work relationally is shaped by
organisational factors such as staffing ratios, supportive
peer/management relationships [31] and opportuni-
ties for reflective practice and clinical supervision [19].
In addition, an understanding at an organisational-level
that relational work requires skills and expertise which
are not simply innate characteristics of individuals [79].
To successfully deliver relational practice, service design
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and intervention development must be co-produced with
people with relevant lived experience, their carers and
the professionals who support them.

Strengths and limitations

A group of experts by experience and occupation co-
produced this study. In addition, most research inter-
views and analyses were carried out by lived experience
researchers. We were successful in interviewing people
with a broad range of experiences of service use with
respect to specialist and non-specialist services, current
and previous service use, service use over many years
versus minimal use, including those who intentionally
disengaged from service use after negative experiences.
We did our best to diversify the study sample and 12/30
participants had ethnic backgrounds which are in the
minority in England. There is a lack of research in this
field with minority ethnic communities and this paper
provides some valuable first-hand accounts. We also
achieved a good geographical spread of participants; the
East of England is the only region from which we had no
representation.

Despite our broad inclusion criteria, all participants
had received some sort of ‘personality disorder’ diagno-
sis at some time and we did not interview anyone who
felt that they had been denied access to services because
their CEN went undetected. We cannot, therefore, give
any insight regarding the experiences of people who may
have relevant needs, but do not access services or receive
a diagnosis. Only a few men took part in the study (6/30).
We asked participants about a broad range of commu-
nity services, including voluntary sector services, but
their views were largely based on their experiences of the
NHS. Our recruitment methods means that we have not
captured the experiences of people who do not use social
media or relevant CEN networks.

Conclusions

This study identifies how relational practice approaches
have the potential to improve community care for service
users with CEN. Further research and service develop-
ment is now needed and must be co-produced with peo-
ple with relevant lived experience, their carers and the
professionals who support them, to examine how best
to implement relational practice approaches across the
mental health service system.

Lived experience commentary

This qualitative study reports significant difficulties
in accessing appropriate community services for CEN
which cast doubt on what progress, if any, has actu-
ally been made in this area since publication of the 2003
seminal document, “Personality Disorder: No Longer
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a Diagnosis of Exclusion” [80]. We note the disturbing
irony that the commissioning of this research has hap-
pened at a time when the coercive Serenity Integrated
Mentoring (SIM) programme [81], which threatens to
criminalise people with CEN in crisis and withholds
essential mental and physical health care [82], has been
adopted so readily across mental health trusts in England
without proper scrutiny or evidence base.

When interviewing for this study, we were particularly
struck by the recurrent accounts of stigmatising atti-
tudes amongst staff in community mental health services.
Encountering stigma in this context can cause profound
iatrogenic harm and tackling this pervasive and enduring
stigma must be a key priority for future service improve-
ment. The paper’s overarching theme and recommenda-
tion of relational practice — a collaborative framework for
providing care — may contribute to a sound foundation
for addressing this.

Such collaboration in individual care reflects the need
for staff to embrace true co-production at all stages from
design to delivery of any services for people with CEN.
However, that will require a substantial culture change
in many services where the reality of co-production ini-
tiatives often falls far short of its guiding principles [83].
Likewise, embedding lived experience practitioners at
all levels of seniority will be indispensable for meaning-
ful change, but this is often still met with great resistance
from staff who fear their status being challenged.

The findings also highlight the need to acknowledge
and address intersecting challenges of trauma, inequali-
ties and discrimination in a more holistic approach. We
suggest that future research and policy work need to go
further than the commission for this project allowed,
listen to the experiential knowledge of service users in
this study and the project’s January 2019 workshop [84],
and abandon the pejorative construct of the disordered
personality which fuels stigmatising attitudes. There is
an urgent need to develop approaches focused around
what has happened to the person in distress and support-
ing them with their natural reactions to trauma without
judgement or prejudice.

Eva Broeckelmann and Stephen Jeffreys.
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